






















































































nursing.	2009;24(2):164-170.	3.	 Cooley	WC,	Sagerman	PJ.	Supporting	the	health	care	transition	from	adolescence	to	adulthood	in	the	medical	home.	Pediatrics.	2011;128(1):182-200.	4.	 GotTransition.	Guide	for	Transition	Youth	to	Adult	Health	Care	Providers.		http://www.gottransition.org/providers/leaving.cfm.	Accessed	September	8,	2016.	5.	 Singh	SP,	Paul	M,	Ford	T,	et	al.	Process,	outcome	and	experience	of	transition	from	child	to	adult	mental	healthcare:	multiperspective	study.	The	British	





















































































































































































































































































































































































































































































































































































































6	to	 25)	 	 12	 healthc
are	
provid



















































































































































































































































































































































































References:	1.	 About	Cystic	Fibrosis.		www.cff.org/What-is-CF/About-Cystic-Fibrosis/.	Accessed	September	8,	2016.	2.	 Fast	Facts:	Data	and	Statistics	about	Diabetes.		http://professional.diabetes.org/content/fast-facts-data-and-statistics-about-diabetes/?loc=dorg_statistics.	Accessed	May	4,	2016.	3.	 Childhood	Cancers.		http://www.cancer.gov/types/childhood-cancers#3.	Accessed	June	30,	2016.	4.	 Centers	for	Disease	Control	and	Prevention.		Down	Syndrome:	Data	and	Statistics.		https://www.cdc.gov/ncbddd/birthdefects/downsyndrome/data.html.	Accessed	June	30,	2016.	5.	 Centers	for	Disease	Control	and	Prevention.		Most	Recent	Asthma	Data.		https://www.cdc.gov/asthma/most_recent_data.htm.	Accessed	July	6,	2016.	6.	 ODPHP.	Healthy	People	2020	Objectives	-	Disability	and	Health.	2014;	https://www.healthypeople.gov/2020/topics-objectives/objective/dh-5.	Accessed	September	7,	2016.	7.	 Cooley	WC,	Sagerman	PJ.	Supporting	the	health	care	transition	from	adolescence	to	adulthood	in	the	medical	home.	Pediatrics.	2011;128(1):182-200.	8.	 Betz	C,	Ferris	M,	Woodward	J,	Okumura	M,	Jan	S,	Wood	D.	The	health	care	transition	research	consortium	health	care	transition	model:	a	framework	for	research	and	practice.	Journal	of	pediatric	rehabilitation	medicine.	2014;7(1):3-15.	9.	 Schwartz	LA,	Tuchman	LK,	Hobbie	WL,	Ginsberg	JP.	A	social-ecological	model	of	readiness	for	transition	to	adult-oriented	care	for	adolescents	and	young	adults	with	chronic	health	conditions.	Child:	care,	health	and	development.	2011;37(6):883-895.	10.	 Voydanoff	P.	Linkages	between	the	work-family	interface	and	work,	family,	and	individual	outcomes	An	integrative	model.	Journal	of	Family	Issues.	2002;23(1):138-164.	11.	 Perry-Jenkins	M,	Goldberg	AE,	Pierce	CP,	Sayer	AG.	Shift	work,	role	overload,	and	the	transition	to	parenthood.	Journal	of	Marriage	and	Family.	2007;69(1):123-138.	12.	 Wheeler	LA,	Updegraff	KA,	Crouter	A.	Work	and	Mexican	American	parent–adolescent	relationships:	The	mediating	role	of	parent	well-being.	Journal	of	
































 Analysis	 Beta	 p-value	 95%	CI	STARx**	Total	vs.	Parent	Overload	 -0.06	 0.44	 -0.21	–	0.09	Disease	Knowledge	vs.	Parent	Overload	 -0.11	 0.18	 -0.20	–	0.16	Self-Management	vs.	Parent	Overload	 -0.10	 0.22	 -0.25	–	0.06	Provider	Communication	vs.	Parent	Overload	 0.02	 0.89	 -0.23	–	0.26	*	Adjusted	for	youth’s	age,	youth’s	sex,	and	youth’s	educational	support	**	Self-management	and	Transition	to	Adulthood	with	Rx=	Treatment	
	 42	
Appendix	A:		The	Reilly	Role	Overload	Scale		For	the	following	questions,	please	rate	how	much	you	agree	or	disagree	with	the	following	statements,	with	1	being	“strongly	disagree”	and	7	being	"strongly	agree.”		 Strongly	Agree	 Agree	 Somewhat	agree	 Neu-tral	 Somewhat	disagree	 Disagree	 Strongly	disagree	1.		I	have	to	do	things	that	I	do	not	really	have	the	time	and	energy	for.	
! 	 ! 	 ! 	 ! 	 ! 	 ! 	 ! 	
2.		I	need	more	hours	in	the	day	to	do	all	the	things	that	are	expected	of	me.	
! 	 ! 	 ! 	 ! 	 ! 	 ! 	 ! 	
3.	I	cannot	ever	seem	to	catch	up.	 ! 	 ! 	 ! 	 ! 	 ! 	 ! 	 ! 	4.		I	do	not	ever	seem	to	have	any	time	for	myself.	 ! 	 ! 	 ! 	 ! 	 ! 	 ! 	 ! 	5.	There	are	times	when	I	cannot	meet	everyone’s	expectations.	
! 	 ! 	 ! 	 ! 	 ! 	 ! 	 ! 	






	 Never	 Almost	Never	 Sometimes	 Almost	Always	 Always	
Not	needed	for	my	care	/	I	don’t	take	medicines	right	now	1.	How	often	did	you	make	an	effort	to	understand	what	your	doctor	told	you?	
! 	 ! 	 ! 	 ! 	 ! 	 ! 	
2.	How	often	did	you	take	your	medicines	on	your	own?	 ! 	 ! 	 ! 	 ! 	 ! 	 ! 	3.	How	often	did	you	ask	the	doctor	or	nurse	questions	about	your	illness,	medicines	or	medical	care?	
! 	 ! 	 ! 	 ! 	 ! 	 ! 	
4.	How	often	did	you	make	your	own	appointments?	 ! 	 ! 	 ! 	 ! 	 ! 	 ! 	5.	How	often	did	you	need	someone	to	remind	you	to	take	your	medicines?	






! 	 ! 	 ! 	 ! 	 ! 	 ! 	
7.	How	often	did	you	use	the	internet,	books	or	other	guides	to	find	out	more	about	your	illness?	
! 	 ! 	 ! 	 ! 	 ! 	 ! 	
	
	*Some	patients	know	a	lot	about	their	health	and	some	patients	don't.		*How	much	do	you	know?	*Please	check	the	answer	that	best	describes	how	much	you	feel	you	know	TODAY		
	 Nothing	 Not	Much	 Some	 A	Lot	 Not	needed	for	care	/	I	don’t	take	medications	right	now	10.	How	much	do	you	know	about	your	illness?	 ! 	 ! 	 ! 	 ! 	 ! 	11.	How	much	do	you	know	about	taking	care	of	your	illness?	





! 	 ! 	 ! 	 ! 	 ! 	
	*Some	patients	may	find	it	hard	to	do	certain	things.	*How	easy	or	hard	is	it	for	you	to	do	the	following	things?	*Please	check	the	answer	that	best	describes	how	you	feel	TODAY			
	 Very	Hard	 Somewhat	Hard	 Neither	hard	nor	easy	 Somewhat	easy	 Very	Easy	
Not	needed	for	my	care	/	I	don’t	take	medicines	right	now	13.	How	easy	or	hard	is	it	for	you	to	talk	to	your	doctor?	
! 	 ! 	 ! 	 ! 	 ! 	 ! 	
14.	How	easy	or	hard	is	it	for	you	to	make	a	plan	with	your	doctor	to	care	for	your	health?	









! 	 ! 	 ! 	 ! 	 ! 	 ! 	
16.	How	easy	or	hard	is	it	for	you	to	take	your	medicines	like	you	are	supposed	to?	
! 	 ! 	 ! 	 ! 	 ! 	 ! 	
17.	How	easy	or	hard	is	it	for	you	to	take	care	of	yourself?	
! 	 ! 	 ! 	 ! 	 ! 	 ! 	
18.	How	easy	or	hard	do	you	think	it	will	be	for	you	to	move	from	pediatric	to	adult	care?	
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